Care of the dying has traditionally been women's work in the home and often nursing work in institutional settings, of lesser status and prestige than curing disease or controlling symptoms. As such it has arguably been hidden work, unseen, unrecognized and under-researched. In more recent times, with the development of palliative care as a medical specialty in some countries and palliative care nursing as a sub-discipline, there has been greater scrutiny of the evidence base for practice and a call for more rigorous research designs. While the focus has been predominantly upon improving the quality and quantity of clinical research, 1 there is a growing acknowledgement that evaluation studies that investigate health care systems are also crucial.
The complexity of interventions in palliative care that draw upon an interdisciplinary team to deliver holistic and individualized care across diverse health and social care settings make simplistic clinical trials designs extraordinarily difficult to achieve and may, while being methodologically elegant, lack ecological validity. Instead, a broader approach to evaluation offers the promise of high 'real world' credibility and the potential to impact in a timely way on the implementation of new services or the configuration of service delivery. As others have argued, 2 evaluation research is inherently 'political', 'because all evaluations operate within political constraints, and are politically articulated. In other words, evaluation involves politics at both the micro and institutional levels, and in multiple ways, since it engages complex social relations and decisions about rules and resources between stakeholders, or different interest groups, that have vested interests in the outcomes of the evaluation'. This Special Edition offers innovative ways to improve the quality of evaluation methodologies that take into account the broader context within which interventions occur.
It provides an example of the pioneering work of the Cancer Experiences Collaborative, which is a large five-year research collaborative initiated in 2006 to improve supportive and palliative care research in the United Kingdom. 3 The Collaborative was created as a partnership between researchers at five universities (Lancaster, Liverpool, Manchester, Nottingham, and Southampton), a number of clinical organizations (including the four largest hospices in England, leading cancer centres, and Help the Hospices), and patient and family representatives, and was funded by the National Cancer Research Institute. Over the five years, its work has focused predominantly upon building new programmes of research in three areas: complex symptom management, particularly using non-pharmacological approaches; addressing end-of-life care for older people and their families; and improving methodologies for research in supportive and palliative care, including narrative analysis. Further details are available on the CECo website (www. ceco.org.uk).
This work has been complemented by two further related activities: capacity building of researchers at every stage of their career and user involvement. An example of our efforts to attract clinicians to increase their research skills is the awarding of annual short (three to six months) funded scholarships under the mentorship of leading researchers at any of the five universities. So far we have funded nine such scholarships to practitioners including: medical staff, nurses, therapists, and counsellors, resulting in over 12 peer reviewed publications and two new grants to scholars, and the enrolment of three of them in higher degree programmes. Likewise, our service users, called at their request Research Partners, have had a vibrant and positive impact on ensuring that our research designs and methods reflect the real concerns and experiences of patients and families.
Reflecting on the short history of the Cancer Experiences Collaborative and the more recent economic pressures facing hospice and health care services in many parts of the world, I am aware that we urgently need to increase our ability to evaluate service models in a flexible and timely way to inform models of palliative care, resource allocation, educational and implementation requirements, and professional issues, but most of all, to seek to listen carefully to patient and family experiences.
